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Background: Congenital heart disease (CHD) is common in patients with Down syndrome (DS). While DS survival has improved, there are limited 
data on morbidity, mortality and health care resource use in DS-CHD adults.
Methods: We analyzed hospitalizations for patients with and without DS, 18-64 years old with CHD diagnoses associated with DS: endocardial 
cushion defect, ventricular septal defect, tetralogy of Fallot using the Nationwide Inpatient Survey, 1998-2009. Outcomes of interest: a) procedures 
b) hospital charges, length of stay c) common morbidities and d) death.
Results: There were 87,908 CHD admissions, 9,115 for DS. DS mean age was 38.1±0.4 vs 38.5±0.2 years in non-DS (p 0.27). The proportion 
of DS admissions decreased from 14.2±1.3 to 8.4±0.9% between 1998-2009. DS was associated with increased risk of pneumonia (21.1±1.1 vs 
7.0±0.3%), dementia (2.8±0.5 vs0.03±0.01%), heart failure (36.5±0.1 vs. 20.6±0.5%) and pulmonary hypertension (37.1±0.1 vs 19.0±0.5%), 
all p<0.0001. DS hospitalizations had less procedures, lower charges and shorter stay. (TABLE) DS was also associated with increased in-
hospital mortality (univariate OR 1.7, 95%CI 1.4-2.0; multivariable OR 2.0, 95%CI 1.6-2.5; adjusting for demographics, procedures and clinical 
characteristics). 
TABLE Down syndrome Non-Down syndrome p-value
Type of congenital heart defect Endocardial cushion defect 19.3±1.2 5.0±0.3 <0.0001
Ventricular septal defect 77.7±1.2 67.9±0.7 <0.0001
Tetralogy of Fallot 9.0±0.8 19.5±0.6 <0.0001
Procedures Cardiac surgery with bypass 3.4±0.5 11.5±0.5 <0.0001
Cardiac catheterization 2.8±0.4 13.0±0.5 <0.0001
Pacemaker insertion 1.4±0.3 2.4±0.2 0.0082
Length of stay (days) 5.3±14.7 5.8±9.8 0.0185
Total hospital charges (US$) 23,789±1,177 39,464±1,371 <0.0001
Death during hospitalization 7.9±0.6 3.3±0.2 <0.0001
Data are presented as %±SEM or mean±SEM
Conclusions: DS-CHD admissions are associated with higher mortality but lower charges, shorter stay and fewer procedures. Further studies of 
determinants and outcomes of healthcare provision for DS adults are warranted.
